Spina Bifida Association of America (SBAA)

343 South Dearborn Street

Room 310

Chicago. IL   60604

(312) 6&3-1562

(800) 621-3141

Handicapping Conditions Served:   Spina bifida, with related hydrocephalus,
Users Served:   Parents, teachers.

The Organization: Organized in 1974, the SBAA began and continues a primary emphasis on
local parent and patient support groups. Activities also include public education, research,
advocacy, and sponsorship of an annual conference for professionals and lay persons on
medical, social, educational, and legal issues relating to this disability. A Medical Advisory
Board identifies national medical needs and evaluates current medical advances, reporting
on these to the membership. The Professional Advisory Board for Education studies current
educational programs for children with spina bifida. SBAA continues to work closely with
the National Easter Seal Society and the March of Dimes Birth Defects Foundation, and the
American Academy of Pediatrics.

Information Services: Publications and public education materials are available through 100
local chapters in the U.S. and Canada; chapters also sponsor parent, teenage, and young
adult support groups. Publications include The Child with Spina Bifida: By. For and With
Young Adults with Spina Bifida: When Something is Wrong With Your Babv: Straight Talk;
The Teacher and the Child With Spina Bifida: Giant Steps for Steven: Bevond the Family
and the Institution: a bimonthly newsletter, Spina Bifida Insights; and manuals for parents
and teachers. Material on organizing SBAA chapters, copy for radio spots, publicity and
media presentations, and a directory of chapters can be requested. There is a nominal
charge; price lists will be mailed. SBAA will make referrals to local chapters and/or
Treatment Centers as necessary.

Spinal Cord Society (SCS)
2410 Lakeview Drive
Fergus Falls, MN   56537
(218) 738-5252

Handicapping Conditions Served:  Spinal cord injury,

Users Served: Disabled persons and their families, physicians interested in spinal cord
treatment, neuroscientists.

The Organization: The Spinal Cord Society (SCS) is an international organization of persons
with spinal cord injuries, their families and friends, and dedicated scientists and physicians
who are all working toward the ultimate goal of cure through improved treatment methods
and research. The SCS raises funds to support a targeted research program aimed at nerve
regeneration in the central nervous system. The Society also performs public awareness and
community outreach functions. The SCS has over 140 affiliated chapters in the U.S. and
Canada.

In addition to its support of reversal-oriented pure and applied medical research, the SCS
maintains a data bank of chronic spinal cord injury case histories which are continuously

87 the Institute. If the case is of such a serious nature that only the
